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Final prioritisation survey sample

Total number of completed entries: 865

Participant type

(NB may be more than one type) Under 16 218 26%

Currently have EB 445 51% 16-24 years 56 6%

Supporter / carer 286 33% 25-34 years 142 16%

Supporter / carer to someone who has died 24 3% 35-44 years 158 18%

Friend / family 128 15% 45-54 years 107 12%

Healthcare professional 96 11% 55-64 years 93 11%
65-74 years 63 7%
75+ years 22 3%

Male 306 35%

Female 554 64%

Non-binary 3 0%

Prefer not to say 2 0%

© Synergy



Final prioritisation survey sample

Total number of completed entries: 865

EB type Ethnicity
EB Simplex 254 33% White 498 58%
Dystrophic EB 359 46% East Asian 91 11%
Junctional EB 65 8% South Asian 33 4%
Kindler EB 8 1% Southeast Asian 28 3%
Not sure/Other 90 11% Black 8 1%
Hispanic / Latino 38 4%
EB type (HCPs only) Arab 61 7%
(NB may see more than one type) Indigenous peoples 21 2%
EB Simplex 78 81% Another ethnic group 13 2%
Dystrophic EB 79 82% Mixed / multiple ethnic groups 20 2%
Junctional EB 70 73% Prefer not to say 54 6%
Kindler EB 54 56%
EB Acquista 36 38%
Not sure / Other8 8 8%
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Final prioritisation survey sample

Total number of completed entries: 865

Location (cont’d) Location (cont’d)

England 214 25% Cuba 1 0% Mozambique 1 0%
Wales 12 1% Czech Republic 1 0% Namibia 1 0%
Scotland 28 3% Dominican Republic 1 0% Netherlands 3 0%
Northern Ireland 7 1% Egypt 54 6% New Zealand 5 1%
Republic of Ireland 20 2% Fiji 1 0% Norway 1 0%
Canada 46 5% Finland 1 0% Pakistan 15 2%
USA 27 3% France 27 3% Portugal 2 0%
Algeria 1 0% Germany 15 2% Romania 5 1%
Angola 7 1% Greece 4 0% Saudi Arabia 2 0%
Argentina 1 0% Guatemala 1 0% Singapore 1 0%
Australia 11 1% Hungary 1 0% Slovenia 3 0%
Austria 14 2% India 21 2% South Africa 1 0%
Belgium 3 0% Indonesia 7 1% Spain 36 4%
Brazil 42 5% Iraq 1 0% Sudan 2 0%
Bulgaria 3 0% Italy 2 0% Sweden 6 1%
Chile 1 0% Jordan 2 0% Switzerland 7 1%
China 142 16% Libya 2 0% Uganda 1 0%
Columbia 2 0% Malaysia 5 1% Ukraine 4 0%
Croatia 1 0% Mexico 36 4% UAE 1 0%

Morocco 2 0%




Final prioritisation survey HCP sample

Total number of completed HCP entries: 96 (11%)

HCP type HCP type continued...

Dentist 1 1% Occupational therapist 2 2%
Dermatologist - adult 10 10% Ophthalmologist 0 0%
Dermatologist - paediatrics 19 20% Paediatrician 2 2%
Dermatology Nurse 1 1% Pharmacist 3 3%
Dietician 0 0% Physiotherapist 3 3%
EB Nurse 17 18% Podiatrist 1 1%
Geneticist 5 5% Professional care worker 2 2%
GP 0 0% Social worker 3 3%
Mental health professional 4 4% Surgeon 2 2%
Neonatologist 0 0% Other 20* 21%

* x7 DEBRA CST, x1 Preschool Teacher, x1
Optometrist, x1 Early Years SENCo, x1 EB
Philanthropy, x1 Charity support, x1 Professor /
Researcher, 1x Child Life Specialist, x1 DEBRA
volunteer, 1x Nurse Practitioner, 1x Palliativist, 1x
Charity Support, 1x Elementary School Health
Technician, 1x Unspecified

© Synergy



Top 15 results
TOTAL SAMPLE




Base is for number of responses not respondents (there are more responses than respondents as some HCPs
completed multiple times for each subtype of EB seen)

I Ota I Sa m I e I O 1 5 refe re n Ce S Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age
categories will appear in all age categories selected

EB Type Respondent Type Responses by Age
Total . . . . All Lived Baby / - Teenager/ ,qiit25. Adult35- Adult45- Adult55- Adult 65-
Simplex Dystrophic Junctional Kindler ST HCP Toddler Child ;(:rl;r;i 44 54 64 74 Adult 75+

Total responses 1036 326 429 127 54 769 96 106 213 173 119 83 59 53 46 20
Itching e e2 192 35 12 249 93 31 67 56 37 26 15 18 11 5
Prevent and manage blisters 800 | 130 90 36 21 178 122 21 50 42 25 29 18 19 15 7
Wound prevention 297 | 96 123 44 12 215 82 27 53 51 35 25 21 15 18 6
Pain relief [ 286 | &9 131 37 13 194 92 30 52 48 40 24 19 12 10 5
Gene therapy 280 | 86 119 45 12 200 80 34 56 45 27 19 17 11 12 4
Eye damage/vision loss 2es | 45 134 46 19 170 93 22 47 40 29 15 8 5 12 5
Foot problems 232 | 140 56 19 6 173 59 25 37 33 25 22 17 21 13 7
Mental health in children sy 74 92 31 18 139 92 23 51 36 23 15 13 7 11 4
Diet and supplements 222 ¢ 85 39 17 151 71 27 51 34 22 17 8 4 9 3
EB changes with age 22 79 91 23 11 186 36 19 50 30 27 23 17 18 20 5
Gastrointestinal problems s o5 118 24 13 141 54 25 39 35 19 11 11 10 9 2
Dental management igs | 47 83 36 9 157 31 21 55 28 17 14 10 12 9 2
Improving appearance of skin a7 45 94 17 11 133 45 21 41 26 24 15 6 5 7 3
Syndactyly o 21 112 17 10 105 67 20 39 36 21 7 3 2 2 5
Impact of inflammation | @ 77 21 4 115 56 18 32 30 8 12 10 11 3 3
Early diagnosis & prevention of cancer 167 37 85 18 17 117 50 13 23 21 28 19 13 3 8 1
Heat & humidity 166 83 53 20 5 138 28 16 29 32 23 20 18 14 12 3
Genitourinary & toileting problems 159 24 91 24 11 128 31 19 56 20 14 11 7 4 5 3
Relationship between EB & other 155 57 62 14 7 130 25 11 25 20 30 16 11 15 15 4
conditions

Relationship between EB & eye conditions 150 55 61 14 7 127 23 13 29 29 30 10 17 12 15 5
Alternative/natural treatments 145 52 64 10 3 123 22 25 36 21 13 10 8 11 10 4
Best cream/ointment 142 56 46 15 9 118 24 16 27 25 15 13 9 15 9 3
Healthy sex life 140 40 66 19 8 101 39 10 30 28 26 5 3 4 7 2
Stiffening and contracture 138 16 95 11 38 96 42 11 34 32 13 4 8 3 2 3
Learning, exam results, & the school 135 46 56 10 5 102 33 10 47 25 10 5 7 2 5 2
experience

Maintaining oral health 126 23 66 17 11 91 35 12 40 25 7 8 8 2 3 2
Hormones and age/life stages 126 57 47 12 4 105 21 11 23 28 23 12 7 11 4 0
Mental health in adults 124 43 43 22 9 67 57 3 9 13 12 13 12 6 11 1
Risk of cancer 122 46 51 10 6 108 14 7 19 23 23 17 11 13 11 3
Childhood development, social 118 53 40 12 4 86 32 22 26 17 14 9 1 7 4 4
development, & play

Respiratory issues 117 26 28 43 10 63 54 9 23 8 9 6 2 3 4 3
Cause of non-inherited EB 114 39 47 7 4 99 15 15 26 21 14 14 6 4 5 2
Impact of wound infection 109 35 38 23 6 67 42 6 14 18 16 6 9 2 9 1
Botox injections 108 63 26 9 3 68 40 8 21 12 11 13 10 6 7 0
Fatigue 107 35 46 13 2 88 19 4 16 25 16 8 14 6 3 4

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green



Total sample top priorities

The following topics are important @ The following topics are important for HCPs

across the total worldwide sample, for managing EB, less so for lived experience:

both lived experience and HCPs: Syndactyly
Impact of inflammation

Mental health in adults

Respiratory issues

Itching

Prevent and manage blisters

Wound prevention

Pain relief
Gene therapy @ The following topics are important for people
Eye damage/vision loss with lived experience of EB, less so for HCPs
Mental health in children EB changes with age
Diet and supplements Dental management
Gastrointestinal problems (less EBS) Improving appearance of skin

Heat & humidity

r“jg: Some topics vary by age

Relationship between EB & other conditions, relationship between EB
& eye conditions, heat and humidity and mental health in adults are
more important for adults

Childhood development, social development, & play, learning &
exams, oral health and toileting more important for those with
children

'Q Synergy




Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age
categories will appear in all age categories selected

Total EBS top priorities

Respondent Type Responses by Age

ol E':(‘[')'e"r'i‘:]‘ie HCP  Baby/Toddler  Child Yzﬁﬁgaffr'sé | Adult25-34 Adult35-44 Adultd45-54 Adult55-64 Adult6574  Adult 75+
Total responses 326 251 75 29 50 49 38 42 32 30 27 8
Foot problems 446 108 32 9 16 23 15 18 14 17 11 3
Prevent and manage blisters [ 130 | 86 44 4 18 22 10 16 14 16 9 2
Wound prevention 9 | 8o 16 9 15 15 11 12 12 8 11 2
Pain relief 8 | e 27 7 15 13 9 12 9 6 5 1
Gene therapy I 8 | o4 22 8 14 11 7 12 10 5 8 1
Heat & humidity I8 | 7 12 4 11 13 10 15 14 12 7 2
ltching I8 | s4 28 11 10 9 7 10 5 6 4 1
EB changes with age 79| es 11 5 16 9 11 12 9 11 5 1
Mental health in children _ 51 23 7 17 11 8 8 9 4 6 2
Botox injections Pes 39 24 2 10 7 4 10 7 5 5 0
Impact of inflammation _ 42 19 5 9 11 3 6 5 9 3 0
Diet and supplements e | 4 18 5 12 10 7 9 4 0 6 1
Relationship between EB & other conditions I 57 | 48 9 2 10 6 10 7 5 5 7 2
Hormones and age/life stages 57 | 49 8 3 10 12 10 8 3 5 4 0
Best cream/ointment [ 56 | 47 9 2 6 10 5 7 9 9 6 0
Relationship between EB & eye conditions 55 49 6 5 9 6 10 3 7 6 8 2
Childhood development, social development, & play 53 33 20 8 9 5 8 5 1 6 1 3
Alternative/natural treatments 52 42 10 3 12 7 4 5 4 7 6 0
Dental management 47 40 7 6 11 4 4 7 3 4 4 0
Risk of cancer 46 43 3 3 9 3 7 10 7 7 6 3
Learning, exam results, & the school experience 46 31 15 2 8 11 3 3 5 1 2 1
Best way of talking about EB 46 36 10 4 4 6 8 2 6 4 8 3
Improving appearance of skin 45 34 11 3 7 8 9 6 0 1 3 1
Eye damage/vision loss 45 27 18 4 3 5 6 4 1 2 4 1
Dressing design 44 34 10 1 4 7 4 7 6 4 7 1
Mental health of adults 43 30 13 2 5 8 6 6 7 4 3 0
Stress 42 34 8 2 4 9 6 6 7 5 3 1
Healthy sex life 40 29 11 2 38 11 8 2 1 1 4 0
Severity variation within subtypes 39 26 13 6 2 4 6 10 3 3 4 1
Cause of non-inherited EB 39 36 3 5 10 4 5 6 2 1 4 0
Early diagnosis & prevention of cancer 37 32 5 3 3 4 10 6 5 2 4 1
Dressings best practice 36 29 7 4 6 1 4 2 6 5 3 1
Fatigue 35 30 5 1 2 9 5 4 6 3 2 1
Gut function and microbiome 35 31 4 2 9 2 6 7 6 0 4 1
Body mass & blisters 33 29 4 2 5 3 4 8 4 5 4 0
Syndactyly 21 6 15 2 1 4 1 0 1 2 0 1

© Synergy

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
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Discussion of EBS results

The following topics are important

across the total worldwide EBS sample,
for both lived experience and HCPs:

Foot problems

@ The following topics are important for HCPs

managing EBS, less so for lived experience:
Botox injections

Impact of inflammation

Prevent and manage blisters

Diet and supplements

Wound prevention

Childhood development, social development, & play

Learning, exam results, & the school experience

Pain relief

Improving appearance of skin

Gene therapy

Eye damage/vision loss

Itching

Healthy sex life

Mental health in children

Syndactyly

Some topics vary by age

Risk of cancer of greater importance to adults

@ The following topics are important for people

with lived experience of EBS, less so for HCPs
Heat & humidity

Eb changes with age

Relationship between EB & other conditions

Hormones and age/life stages

Best cream/ointment

Dental management & cause of non-inherited EB important to those
with toddlers/young children

Relationship between EB & eye conditions

© Synergy

Risk of cancer




Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age
categories will appear in all age categories selected

Total DEB top priorities

Respondent Type Responses by Age
fotal Eﬁg;}‘g‘:e HCP  Baby/Toddler  Child YZﬁi';af::sé | Adult25-34  Adult35-44  Adultd45-54 Adult55-64 Adult65-74  Adult75+
Total responses 429 356 73 46 113 92 64 24 21 15 14 8
Itching 192 | 1e2 30 14 49 41 25 12 9 8 6 4
Eye damage/vision loss [13a | 104 30 12 31 27 18 8 6 2 4 4
Pain relief [ 131 | 100 31 12 29 24 24 9 8 4 2 3
Wound prevention [ 123 | 92 31 12 24 27 19 9 6 4 5 2
Gene therapy 119 | 93 26 14 29 27 14 5 6 5 2 1
Gastrointestinal problems o118 | 92 26 12 24 26 15 5 7 6 4 1
Syndactyly [ 112 | 82 30 12 31 24 13 6 1 0 1 3
Stiffening and contracture 9 | 77 18 8 32 26 8 4 7 0 1 2
Improving appearance of skin 92 | 7 15 13 27 12 13 6 6 4 4 2
Mental health in children I 92 | 68 24 8 26 18 11 5 3 2 4 1
Genitourinary & toileting problems 91| 82 9 11 37 17 11 6 4 0 3 3
EB changes with age 91 | 85 6 7 28 16 10 7 7 4 11 3
Prevent and manage blisters 9 | s 26 6 24 15 12 8 4 1 1 3
Early diagnosis & prevention of cancer [ 8 | 65 20 7 13 15 16 12 6 0 2 0
Diet and supplements I8 | ¢ 18 8 22 18 10 5 4 2 2 1
Dental management 83 78 5 8 29 18 8 3 6 6 1 1
Impact of inflammation 77 58 19 9 19 16 4 2 4 2 0 3
Healthy sex life 66 57 9 8 14 15 15 3 1 2 3 2
Alternative/natural treatments 64 57 7 13 20 9 7 4 2 2 3 3
Relationship between EB & other conditions 62 58 4 5 9 10 16 7 6 5 5 2
Relationship between EB & eye conditions 61 56 5 15 14 14 3 7 4 6 2
Foot problems 56 45 11 11 17 6 9 1 3 3 2 3
Risk of cancer 51 47 4 4 8 14 13 4 3 3 4 0
Procedural anxiety 50 36 14 3 4 16 7 0 1 4 2 1
Hormones and age/life stages 47 44 3 4 10 14 12 2 3 5 0 0
Fatigue 46 41 5 2 11 11 8 2 6 3 1 2
Mental health in adults 43 24 19 1 4 2 5 3 4 0 6 1
Childhood development, social development, & play 40 37 3 10 12 7 5 3 0 1 3 1

© Synergy

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green



Discussion of DEB results

The following topics are important @ The following topics are important for HCPs

across the total worldwide DEB sample, managing DEB, less so for lived experience:

for both lived experience and HCPs: Prevent and manage blisters
Impact of inflammation

ltching Mental health in adults
Eye damage/vision loss
Pain relief The following tobi : — :

A € roliowing topics are important ror peopie
Wound prevention (@ with lived experience of DEB, less so for HCPs
Gene therapy

Genitourinary & toileting problems

Gastrointestinal problems EB changes with age

Syndactyly Dental management

Stiffening and contracture

Improving appearance of skin

Mental health in children > Some topics vary by age
Early diagnosis & prevention of cancer

Relationship between EB & other conditions and relationship between
Diet and supplements EB & eye conditions are more important for adults

© Synergy



Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age
categories will appear in all age categories selected

Total JEB top priorities

Respondent Type Responses by Age

Total i
o EA" e HcP Baby / Toddler  Child Teenager/  Aquit25-34  Adult 35-44 Adult45-54  Adult 55-64  Adult 65-74  Adult 75+
Xperience Young person
Total responses 127 65 62 22 8 5 4 3 4 1
Eye damage/vision loss 22 24

N
o~
—
~O

Gene therapy

Wound prevention
Respiratory issues

Diet and supplements

Pain relief

Prevent and manage blisters
Dental management

Itching

Mental health in children
Life limiting aspects of EB
Gastrointestinal problems
Genitourinary & toileting problems
Impact of wound infection
EB changes with age
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24 13
3 8 4 4 0 1 1 2 0
8 11 4 2 1 0 0 1 0
5 9 4 1 1 2 1 1 0
5 9 1 1 0 0 0] 0 0
9 9 3 2 1 0 0] 0 0
6 4 6 3 1 1 1 2 0
6 2 2 0 1 0 1 2 0
5 11 2 4 2 1 1 1 0
3 3 4 1 1 0 2 0 0
6 3 4 1 0 0 1 1 0
5 7 1 3 1 1 1 2 1
9 5 1 1 0 0 0 1 0
4 9 0 2 0 0 1 1 0
1 5 3 0 1 1 0] 1 0
4 2 1 3 1 1 1 2 0
Mental health in adults 6 16 0 0 2 1 2 0 0 1 0
Impact of inflammation 8 13 3 3 1 0 1 1 0 0 0
Heat & humidity 20 14 6 5 3 2 2 3 2 0] 2 0
Healthy sex life 19 10 9 0 7 1 1 0 1 0 0 0
Scalp & hair care 18 8 10 2 2 0 0 3 1 1 0 0
Early diagnosis & prevention of cancer 18 8 10 1 2 1 0 0 2 0 2 0
Hoarse voice 18 14 4 2 9 2 0 1 1 0] 0 0
Transition from paediatric to adult care 18 10 8 1 4 2 1 2 0 0 1 0
Syndactyly 17 6 11 4 2 1 3 0 0 0 0 0
Best cream/ointment 15 11 4 7 1 1 0 1 0 2 0 0
Dressing design 15 9 6 4 3 2 1 1 0 2 1 0
Relationship between EB & eye conditions 14 8 6 2 2 3 3 2 1 0 0 0
Dressings best practice 13 6 7 2 1 2 4 0 0 1 0 0
Fatigue 13 7 6 0 1 3 1 1 1 0 0 0
Hormones and age/life stages 12 6 6 1 1 2 1 1 1 1 0 0
Pain in infants 11 6 5 5 0 0 0 1 0 0 0 0
Risk of cancer 10 6 4 0 1 3 1 1 1 0 0 0
Types of pain for EB 10 6 4 3 2 2 2 0 0 0 1 0
Alternative/natural treatments 10 8 2 3 0 1 1 0 2 1 0 0
Variation in blistering across body 10 7 3 3 4 2 2 1 1 1 1 0
Botox injections 9 3 6 1 0 1 0 1 1 0 0 0
Sun/sun protection 7 5 2 1 2 0 0 1 0 0 1 0
Association between mental health & EB 6 3 3 0 0 0 1 1 1 0 1 0
Prosthetics following amputations 4 2 2 0 0 0 0 0 1 0 1 0
Maintaining body temperature 3 2 1 1 1 1 2 0 1 0 0 0

NB: If multiple uncertainties filled the 15t slot, these have been filled in licht green
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Discussion of JEB results

The following topics are important

across the total worldwide JEB sample,
for both lived experience and HCPs:

Eye damage/vision loss

@ The following topics are important for HCPs

managing JEB, less so for lived experience:
Prevent and manage blisters

Mental health in children

Gene therapy

Impact of wound infection

Wound prevention

Mental health in adults

Impact of inflammation

Respiratory issues

Syndactyly

Diet and supplements

Pain relief

Dental management

Itching

with lived experience of JEB, less so for HCPs

@ The following topics are important for people

Genitourinary & toileting problems

Life limiting aspects of EB

EB changes with age

Gastrointestinal problems

Heat & humidity

) @D

Pl Some topics vary by age

Respiratory issues, toileting problems, and gastrointestinal problems
more important to those with toddlers/children

Hoarse voice

Best cream/ointment

© Synergy



Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age
categories will appear in all age categories selected

Total KEB top priorities

Respondent Type Responses by Age
Adult 25-34  Adult 35-44 Adult 45-54 Adult 55-64 Adult 65-74  Adult 75+

All Lived Teenager /

Baby / Toddler Child

Experience Young person

Total responses 54 8 46 3 5 2 2 2 0 0 2 0
KEB skin atrophy prevention 22 5 17 1 2 0 1 1 0 0 0 0
Prevent and manage blisters 21 | 1 20 2 2 2 2 0 0 0 1 0
Eye damage/vision loss 19| 2 17 0 1 0 0 0 0 0 1 0
Mental health in children 18 | 1 17 1 1 1 1 1 0 0 0 0
Early diagnosis & prevention of cancer _ 3 14 1 2 0 0 0 0 0 0 0
Diet and supplements 7| 3 14 2 2 1 1 1 0 0 0 0
Sun/sun protection 14| 3 11 1 2 0 0 0 0 0 0 0
Gastrointestinal problems 13| 4 9 2 2 1 1 1 0 0 1 0
Pain relief 1 | o 13 2 2 2 1 0 0 0 1 0
Wound prevention 12 1 11 0 0 0 0 1 0 0 0 0
Itching 12 1 11 0 0 0 0 0 0 0 1 0
Gene therapy 12| 2 10 0 0 0 1 1 0 0 0 0
Improving appearance of skin 11| 1 10 1 0 0 0 0 0 0 0 0
Maintaining oral health 11| 3 8 0 1 0 0 2 0 0 0 0
Genitourinary & toileting problems _ o) 5 1 3 0 0 2 0 0 0 0
EB changes with age 11| 1 10 1 2 1 0 0 0 0 1 0
Syndactyly 10 0 10 2 2 2 1 0 0 0 1 0
Best cream/ointment 9 3 6 0 2 0 0 1 0 0 0 0
Dental management 9 2 7 1 1 1 0 1 0 0 2 0
Relationship between EB & other conditions 7 3 4 0 2 0 1 0 0 0 0 0
Relationship between EB & eye conditions 7 1 6 1 1 1 2 0 0 0 0 0
Risk of cancer 6 3 3 0 0 0 1 1 0 0 1 0
Dressing design 5 0 5 1 1 1 0 0 0 0 1 0
Nail care 5 4 1 1 1 0 0 2 0 0 0 0
Scalp & hair care 5 3 2 0 1 0 0 2 0 0 0 0
Gut function and microbiome 5 2 3 0 1 0 0 1 0 0 0 0
Variation in blistering across body 5 0 5 1 1 1 1 0 0 0 0 0
Heat & humidity 5 0 5 1 1 1 0 0 0 0 1 0
Circumcision 4 1 3 2 1 1 1 0 0 0 0 0
Alternative/natural treatments 3 0 3 1 1 1 0 0 0 0 1 0
Bathing routine 1 0 1 1 1 1 0 0 0 0 1 0
O Synergy NB: If multiple uncertainties filled the 15t slot, these have been filled in light green

NB: very low base for KEB lived experience. Results for lived experience vs HCP are probably best interpreted separately
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Discussion of KEB results

The following topics are important

across the total worldwide KEB sample,
for both lived experience and HCPs:

KEB skin atrophy prevention

@ The following topics are important for HCPs

managing KEB, less so for lived experience:
Prevent and manage blisters

Mental health in children

Eye damage/vision loss

Pain relief

Wound prevention

Early diagnosis & prevention of cancer

Itching

Diet and supplements

Improving appearance of skin

Sun/sun protection

EB changes with age

Gastrointestinal problems

Syndactyly

Gene therapy

© Synergy

with lived experience of KEB, less so for HCPs

(@ The following topics are important for people

Maintaining oral health

Genitourinary & toileting problems

Best cream/ointment

Dental management

Relationship between EB & other conditions

Risk of cancer

Nail care

Scalp & hair care

Gut function and microbiome

NB: very low base for KEB lived experience. Results for lived experience vs HCP are probably best interpreted separately
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UK Top Priorities

Total responses

Prevent and manage blisters

Foot problems

Itching

Pain relief

Wound prevention

Gene therapy

Eye damage/vision loss

EB changes with age

Mental health in children

Relationship between EB & other conditions
Heat & humidity

Improving appearance of skin

Mental health in adults

Early diagnosis & prevention of cancer
Dental management

Risk of cancer

Relationship between EB & eye conditions
Dressing design

Hormones and age/life stages

Fatigue

Gastrointestinal problems

Transition from paediatric to adult care
Best way of talking about EB

Best cream/ointment

Impact of inflammation

Diet and supplements

Botox injections

Childhood development, social development, & play
Respiratory issues

Life limiting aspects of EB

Mental health of carers

Healthy sex life

Genitourinary & toileting problems
Syndactyly

Stiffening and contracture
Alternative/natural treatments

Cause of non-inherited EB

Severity variation within subtypes
Stress

Nail care

Association between mental health & EB
Hoarse voice

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green

41
40
36
35
35
35
32
32
30
26
12

Simplex Dystrophic Junctional

152
63
70
40
48
41
39
17
38
38
33
45
17
26
19
17
30
24
28
30
27
10
18
30
26
23
16
32
28
13
9
16
19
10
9
9
20
14
14
19
14
11
2

EB Type

= = = =
NwBENPONOOF NN AW OR 0w N

=
(AJ\O#I\)MD—\UTUW\O\IUWL\O

10

Kindler

N
[

OPRPFPONNOONREFENANOWOOWNUIWWOCDNNNO WOoUINDONDMUILWoOoulul A MO

Base is for number of responses not respondents (there are more responses than respondents as some HCPs

completed multiple times for each subtype of EB seen)

Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age

Respondent Type
All L|'ved HCP
Experience
229 32
62 47
77 Gl
72 31
61 41
72 24
61 35
38 35
57 14
40 25
54 9
51 10
40 18
35 23
38 19
42 15
50 6
46 10
37 17
43 10
39 13
33 19
32 20
40 8
39 8
29 17
26 20
29 14
32 11
23 19
26 16
23 19
32 9
34 6
14 22
16 19
34 1
28 7
22 10
28 4
21 9
20 6
9 3

Baby /
Toddler

[N
(53]
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categories will appear in all age categories selected

Responses by Age
Teenager /
Child Young 34 44 54
person

43 42 34 24 32
10 10 7 4 13
12 14 11 o) 12
9 15 14 10 6
9 10 7 11 10
17 13 9 14
16 14 9 10
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Discussion of UK total results

The following topics are important

across the total UK sample, for both
lived experience and HCPs:

Prevent and manage blisters

@ The following topics are important for UK HCPs

managing EB, less so for lived experience:

Early diagnosis & prevention of cancer

Mental health in adults

Foot problems

Gastrointestinal problems

Itching

Transition from paediatric to adult care

Pain relief

Respiratory issues

Wound prevention

Mental health of carers

Gene therapy

Diet and supplements

@ Some topics vary by age

EB changes with age, relationship between EB & other
conditions, and heat & humidity are of greater importance to
adults

Syndactyly

Stiffening and contracture

Eye damage/vision loss

Improving appearance of skin more important to those under
the age of 35

@ The following topics are important for UK

people with lived experience of EB, less so for
HCPs

EB changes with age

Relationship between EB & other conditions

© Synergy

Heat & humidity

Improving appearance of skin

Dental management

Best way of talking about EB




Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age
categories will appear in all age categories selected

UK EBS Top Priorities

Respondent Type

Responses by Age

21

Total EA" Lived HCP Baby / Toddler  Child Teenager/ — Aqit25-34  Adult35-44 Adult45-54 Adult55-64 Adult65-74  Adult 75+
xperience Young person
Total responses 152 123 29 5 18 22 18 12 23 22 16 6
Foot problems 70 55 15 2 4 10 8 5 11 12 6 3
Prevent and manage blisters e | 45 18 2 7 9 3 3 11 9 6 2
Pain relief 4 | = 17 0 4 5 5 4 6 5 3 1
Heat & humidity 45 | 40 5 1 3 6 4 5 13 9 4 2
Wound prevention _ 37 4 2 7 6 5 3 9 5 5 1
Itching 40 | 27 13 2 3 4 6 4 3 5 2 1
Gene therapy I 39 | 28 11 0 6 5 3 0 7 4 5 1
EB changes with age s | 32 6 1 4 4 6 4 6 8 4 1
Mental health in children 8 | 25 8 3 6 3 7 4 7 3 3 1
Relationship between EB & other conditions _ 30 3 0 3 3 [ 3 4 4 6 1
Botox injections 3 | 2 10 0 5 3 2 2 6 3 3 0
Hormones and age/life stages 30 | 27 3 1 3 8 6 5 1 5 4 0
Risk of cancer I s | 27 3 1 5 3 3 4 5 7 4 2
Best way of talking about EB I3 | 26 4 1 3 5 4 1 5 3 5 2
Learning, exam results, & the school experience _ 21 8 2 5 5 3 3 4 1 2 1
Childhood development, social development, & play 28 20 8 3 5 3 4 3 1 3 0 3
Dressing design 28 21 7 1 2 4 0 2 6 3 6 1
Fatigue 27 23 4 0 2 6 4 2 5 3 2 0
Best cream/ointment 26 24 2 0 2 5 0 1 7 7 4 0
Mental health in adults 26 20 6 2 3 5 5 4 5 3 3 0
Relationship between EB & eye conditions 24 22 2 0 2 3 4 1 5 4 4 1
Impact of inflammation 23 18 5 1 5 3 1 2 4 5 0 0
Alternative/natural treatments 20 19 1 0 3 1 3 1 3 4 4 0
Dressings best practice 20 19 1 2 3 0 3 0 5 5 3 1
Impact of wound infection 20 14 6 1 3 4 3 1 2 0 3 0
Maintaining body temperature 20 18 2 0 3 4 3 1 2 4 1 1
Stress 19 18 1 0 1 7 0 1 5 4 3 1
Healthy sex life 19 15 4 1 1 7 5 1 1 1 2 0
Early diagnosis & prevention of cancer 19 17 2 1 1 3 5 2 4 2 2 1
Transition from paediatric to adult care 18 12 6 0 5 2 3 1 2 0 1 0
Improving appearance of skin 17 15 2 0 2 5 5 0 0 0 2 1
Eye damage/vision loss 17 10 7 0 1 1 3 1 0 0 3 1
Gut function and microbiome 17 15 2 0 4 1 2 2 4 0 2 1
Procedural anxiety 17 10 7 0 4 4 1 0 1 1 0 0
Diet and supplements 16 10 6 0 2 1 1 1 1 0 3 1
Mental health of carers 16 11 5 2 5 1 3 1 1 1 0 1
Nail care 14 9 5 1 2 1 1 0 1 2 1 0
Severity variation within subtypes 14 11 3 2 2 3 4 4 1 2 1 0
Cause of non-inherited EB 14 14 0 0 4 1 1 2 1 1 4 0
Syndactyly 9 3 ) 0 0 1 0 0 1 1 0 1
Stiffening and contracture 9 5 4 1 1 1 1 0 1 1 0 1

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
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Discussion of UK EBS results

The following topics are important

@ The following topics are important for UK HCPs

managing EBS, less so for lived experience:

across the UK EBS sample, for both
lived experience and HCPs: Botox injections

Foot problems

Prevent and manage blisters

The following topics are important for UK
Pain relief @ people with lived experience of EBS, less so for
Itching HCPs
Gene therapy Heat & humidity
EB changes with age Wound prevention
Mental health in children Relationship between EB & other conditions

Hormones and age/life stages

@ Some topics vary by age Risk of cancer
Best way of talking about EB

Relationship between EB & eye conditions important for adults
25+ in age

Mental health of carers important for those with children and
toddlers, and for adults 75+ in age

© Synergy



° b Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age
O p rl O rl t I e S categories will appear in all age categories selected

Respondent Type Responses by Age
e HCP  Baby/Toddler  Child Teenager/  pqt25-34 Adult35-44 Adult45-54 Adult55-64 Adult65-74  Adult 75+
xperience Young person
Total responses 95 71 24 8 12 13 13 10 6 6 7 6
ltching 48| 37 11 4 4 8 8 6 3 4 2 2
Pain relief s | 20 12 2 2 2 2 6 3 1 0 2
Gene therapy 28 | 19 9 2 3 6 4 1 2 2 1 1
Eye damage/vision loss 27| 16 11 3 1 3 2 2 1 0 2 3
Gastrointestinal problems o227 19 8 2 0 6 4 3 1 1 3 1
Wound prevention _ 19 7 2 2 3 3 3 3 1 2 2
Early diagnosis & prevention of cancer _ 17 9 2 0 5 2 6 3 0 1 0
Improving appearance of skin o5 19 6 4 3 0 4 3 2 2 3 1
Prevent and manage blisters 23| 11 12 2 2 1 3 0 2 1 0 2
Foot problems e | 14 7 1 5 3 2 0 1 0 2 3
Relationship between EB & other conditions 20 | 19 1 2 0 4 4 4 3 2 2 1
Transition from paediatric to adult care 20 | 15 5 1 3 3 2 4 1 2 0 1
Syndactyly 19 10 9 2 2 1 3 1 0 0 0 2
Genitourinary & toileting problems 19 18 1 1 6 2 4 2 0 0 3 2
EB changes with age 19 18 1 0 2 1 2 3 3 2 5 2
Risk of cancer 19 18 1 2 2 5 4 3 2 2 2 0
Mental health in children 18 11 7 1 1 4 2 2 0 0 1 1
Mental health in adults 18 11 7 0 1 2 1 3 1 0 3 1
Dental management 17 14 3 2 2 3 2 2 0 4 0 1
Relationship between EB & eye conditions 17 16 1 0 4 1 3 3 2 1 3 2
Life limiting aspects of EB 16 12 4 2 4 2 2 1 0 1 0 1
Dressing design 16 11 5 1 1 2 3 2 0 1 2 0
Mental health of carers 15 10 5 1 0 5 2 2 1 1 0 0
Cause of non-inherited EB 14 11 3 1 3 2 3 2 1 0 1 0
Diet and supplements 13 8 5 2 1 1 1 1 0 1 1 0
Impact of inflammation 13 7 6 2 1 0 0 0 0 1 0 3
Hormones and age/life stages 13 12 1 1 3 2 3 2 2 1 0 0
Childhood development, social development, & play 13 12 1 2 3 1 3 1 0 1 2 1
Best way of talking about EB 13 11 2 0 1 2 3 3 2 2 0 0
Healthy sex life 12 11 1 1 2 3 3 2 1 0 0 1
Alternative/natural treatments 12 12 0 4 2 0 1 1 0 1 2 2
Fatigue 12 9 3 1 2 3 € 0 0 0 1 2
Severity variation within subtypes 12 8 4 2 0 0 1 1 0 4 0 1
Maintaining oral health 11 10 1 1 3 1 1 1 2 0 0 1
Variation in blistering across body 11 9 2 0 1 2 1 2 0 1 2 0
Best cream/ointment 11 11 0 1 2 2 2 1 0 2 1 2
Sun/sun protection 9 9 0 0 5 2 4 1 1 1 0 0
Gut function and microbiome 7 6 1 0 3 1 1 1 0 1 0 0
Scalp & hair care 7 6 1 0 0 1 0 1 0 1 1 2
Relationships & sexuality 6 5 1 0 1 0 0 2 1 1 0 0
23 Association between mental health & EB 6 5 1 0 0 0 0 0 3 1 1 0

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
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Discussion of UK DEB results

The following topics are important

across the UK DEB sample, for both
lived experience and HCPs:

Itching

Pain relief

Gene therapy

Eye damage/vision loss

Gastrointestinal problems

Wound prevention

Early diagnosis & prevention of cancer

Improving appearance of skin

@ Some topics vary by age

EB changes with age of higher importance for adults aged 35+

Best way of talking about EB of higher importance to people aged 25-
64

© Synergy

@ The following topics are important for UK HCPs

managing DEB, less so for lived experience:

Prevent and manage blisters

Foot problems

Syndactyly

people with lived experience of DEB, less so for
HCPs

(@ The following topics are important for UK

Relationship between EB & other conditions

Transition from paediatric to adult care

Genitourinary & toileting problems

EB changes with age

Risk of cancer




Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age

U K J E B TO p P ri O ri ti e S categories will appear in all age categories selected

Respondent Type Responses by Age

e HCP  Baby/Toddler  Child Teenager/  \4uit25-34  Adult35-44 Adult45-54 Adult 55-64 Adult65-74  Adult 75+
xperience Young person

Total responses 44 22 22 1 2 1 2
Gene therapy 10 10

Eye damage/vision loss 10 9

Respiratory issues 9 10

Wound prevention 10 7

Pain relief 8

Dental management 11

Life limiting aspects of EB

Mental health in adults

Diet and supplements

Hoarse voice

Fatigue

Prevent and manage blisters

Itching

Genitourinary & toileting problems
Improving appearance of skin

Nail care

Foot problems

Maintaining oral health

EB changes with age

Impact of inflammation

Healthy sex life

Scalp & hair care

Transition from paediatric to adult care
Dressing design

Hormones and age/life stages

Mental health in children

Heat & humidity

Early diagnosis & prevention of cancer
Persistent granulomas on eyes

Best cream/ointment

Relationship between EB & eye conditions

Gut function and microbiome

Types of pain for EB

Stress

Procedural anxiety

(Botox injections

'Association between mental health & EB
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NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
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Discussion of UK JEB results

The following topics are important

across the UK JEB sample, for both lived
experience and HCPs:

Gene therapy

@ The following topics are important for UK HCPs

managing JEB, less so for lived experience:
Mental health in adults

Diet and supplements

Eye damage/vision loss

Prevent and manage blisters

Respiratory issues

Wound prevention

Pain relief

Life limiting aspects of EB

@ Some topics vary by age

Gene therapy of greater importance to those people under 25 and
those with children/toddlers, in addition to adults 65-74

(@ The following topics are important for UK

people with lived experience of JEB, less so for
HCPs

Dental management

Hoarse voice

Fatigue

Itching

Genitourinary & toileting problems

Improving appearance of skin

Nail care of greater importance to those with children/toddlers,
teenagers/young people, and adults aged under 34

Nail care

© Synergy



Bases for age may not add to total: Lived experience respondents with caring responsibilities covering multiple age

U K K E B TO p P ri O ri ti e S categories will appear in all age categories selected

Respondent Type Responses by Age
Adult 25-34  Adult 35-44  Adult 45-54  Adult 55-64  Adult 65-74 Adult 75+

All Lived Teenager /

HCP Baby / Toddler Child

Experience Young person

[N
O

Total responses

Prevent and manage blisters
KEB skin atrophy prevention
Eye damage/vision loss
Gastrointestinal problems

Gene therapy
Improving appearance of skin

Dental management

Stiffening and contracture
Relationship between EB & eye conditions

Mental health in children
Early diagnosis & prevention of cancer
Pain relief

Wound prevention

Best cream/ointment

Itching

Mental health of carers

Association between mental health & EB
Relationship between EB & other conditions
Foot problems

Types of pain for EB

Risk of cancer

Procedural anxiety

Best way of talking about EB

Healthy sex life

Life limiting aspects of EB
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(- NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
\) Synergy NB: very low base for KEB lived experience. Interpret results with caution



Top 15 results
Canada




Base is for number of responses not respondents (there are more responses than respondents as some HCPs

TO p 1 5 reS u ItS fo r Ca n a d a completed multiple times for each subtype of EB seen)

Those selecting “unsure of EB type” are not shown

Simplex Dystrophic Junctional Kindler

Total All Lived All Lived All Lived All Lived
Experience Experience HCP Experience Experience

Total responses 52
Prevent and manage blisters
Wound prevention
Mental health in children
Relationship between EB & other conditions
Pain relief
Diet and supplements
Gene therapy
EB changes with age
Transition from paediatric to adult care
Itching
Impact of inflammation
Gastrointestinal problems
Dental management
Relationship between EB & eye conditions
Eye damage/vision loss
Foot problems
Best cream/ointment
Early diagnosis & prevention of cancer
Severity variation within subtypes
Heat & humidity
Mental health in adults
Scalp & hair care
Risk of cancer
Maintaining oral health
Improving appearance of skin
Impact of wound infection
Stiffening and contracture
Gut function and microbiome
Botox injections
Fatigue
Alternative/natural treatments
Dressing design
Learning, exam results, & the school experience
Childhood development, social development, & play
Procedural anxiety
) Nail care
& Pain in infants
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NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
NB: very low bases. Interpret results with caution



Discussion of Canada total results

The following topics are important

@ The following topics are important for HCPs,

less so for lived experience:

across the total Canadian sample with
- | EB, for both lived experience and HCPs: Learning, exam results, and the school experience

Prevent and manage blisters Nail care

Wound prevention . . .
— The following topics are important for people
Mental health in children

with lived experience, less so for HCPs

Relationshi EB h iti .
elationship between and other conditions How EB changes with age

Diet and supplements Heat and humidity

G th . . .
ene therapy Relationship between EB and eye conditions

Impact of inflammation

Gastrointestinal problems (more DEB)

The following topics are important for EBS Dental management (more DEB and JEB)

Prevent and manage blisters Eye damage and vision loss (more DEB)

Wound prevention Early diagnosis and prevention of cancer

The following topics are important for DEB

Itching

Gastrointestinal problems

Dental management

Eye damage and vision loss

© Synergy

NB: very low bases. Interpret results with caution



Top 15 results
Ireland




Base is for number of responses not respondents (there are more responses than respondents as some HCPs

TO p 1 5 reS u ItS fo r I re I a n d completed multiple times for each subtype of EB seen)

Those selecting “unsure of EB type” are not shown

Simplex Dystrophic Junctional Kindler
All Lived All Lived All Lived All Lived
Experience HCP Experience HCP Experience HCP Experience H

13

[ERN

Total responses

Prevent and manage blisters

Botox injections

Pain relief

Eye damage/vision loss

Relationship between EB & eye conditions
Wound prevention

Sun/sun protection

Itching

Foot problems

Heat & humidity

Childhood development, social development, & play
Impact of wound infection

Relationship between EB & other conditions
Impact of inflammation

Diet and supplements

Gastrointestinal problems

Gene therapy

EB changes with age

Mental health in children

Genitourinary & toileting problems

Dental management

Severity variation within subtypes

Stress

Early diagnosis & prevention of cancer
Maintaining oral health

Nail care

Scalp & hair care

Hoarse voice

HH

Hl—\Hl—\HI\JOI—\l—\I\)I—‘&)

oNeole]
O O O [

o O O

(@]
o
o
@]

(@]
o

eliolieoliloNeoloMoNe]
OO Or OO0
o

HU‘IU‘II\)I\)A\II\)U‘I

ollele]

NN WWRADMDMDMGO OO ol ol
OO OO0 WWWEFrWANOWWRAN
[oNeolNeoNeollolloliloNoliololNoNoNoNoNolole]
OrRrrrRPrRPRPRLPRRPLONRPLRLPEPL,EPL,PLOOO
OOOOIOOOOOO

OFRr PP O0O000OFrO0O000O0O0oOK
[eNeleNeolleliolloNolioloNoNoNeoNoleole]

— OO0, OO0 OO0

IOOOOOOOOOO

© Synergy

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
NB: very low bases. Interpret results with caution
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Discussion of Ireland total results

The following topics are important

across the total Ireland sample with EB,
for both lived experience and HCPs:

Prevent and manage blisters (more EBS)

Botox injections (more EBS)

Pain relief

Eye damage / vision loss

Sun / sun protection (more KEB)

Childhood development, social development and play

Gastrointestinal problems

The following topics are important for EBS

Relationship between EB and eye conditions

Foot problems
Heat and humidity

NB: very low bases. Interpret results with caution

© Synergy



Top 15 results
USA
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Top 15 results for USA

Total responses

Prevent and manage blisters
Itching

Pain relief

Mental health in children

Wound prevention
Gastrointestinal problems

Eye damage/vision loss

Foot problems

Impact of inflammation

Diet and supplements

Gene therapy

Impact of wound infection
Respiratory issues

Syndactyly

EB changes with age

Life limiting aspects of EB
Relationship between EB & other conditions
Maintaining oral health

Cause of non-inherited EB

Heat & humidity

Genitourinary & toileting problems
Mental health of carers

Procedural anxiety

Best cream/ointment

Dental management

Botox injections

Nail care

Fatigue

Types of pain for EB

Pain in infants

Severity variation within subtypes
Hormones and age/life stages
Transition from paediatric to adult care
Association between mental health & EB
Dressings best practice

Risk of cancer

Gut function and microbiome

Learning, exam results, & the school experience

Improving appearance of skin
Sun/sun protection
Stiffening and contracture
Stress

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green

Total
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Base is for number of responses not respondents (there are more responses than respondents as some HCPs
completed multiple times for each subtype of EB seen)

Those selecting “unsure of EB type” are not shown

Dystrophic

All Lived

Experience H
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Discussion of USA total results

The following topics are important

across the total USA sample with EB, for
both lived experience and HCPs:

Prevent and manage blisters

Itching (less JEB)

Pain relief

Eye damage / vision loss (more EBS)
Mental health in children (less EBS)

Impact of inflammation

Gene therapy

Wound prevention

The following topics are important for EBS

Best cream / ointment

The following topics are important for DEB

Fatigue

NB: very low bases. Interpret results with caution

© Synergy



Top 15 results
Brazil




M Base is for number of responses not respondents (there are more responses than respondents as some HCPs
O p re S u S O r ra Z I completed multiple times for each subtype of EB seen)

Those selecting “unsure of EB type” are not shown

Simplex Dystrophic Junctional Kindler
All Lived All Lived All Lived

Experience HCP Experience Experience

All Lived

Experience HCP

Total responses
Foot problems

Eye damage/vision loss

Itching

Prevent and manage blisters

Diet and supplements

Pain relief

Wound prevention

Early diagnosis & prevention of cancer
Gene therapy

Improving appearance of skin
Gastrointestinal problems

Syndactyly

Stiffening and contracture

EB changes with age

Impact of inflammation

Relationship between EB & eye conditions
Hormones and age/life stages

Mental health in children

Impact of wound infection

Heat & humidity

Severity variation within subtypes
Healthy sex life

Childhood development, social development, & play
Bathing routine

Dressings best practice

Pain in infants

Life limiting aspects of EB

Fatigue

Types of pain for EB

Variation in blistering across body
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NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
NB: very low bases. Interpret results with caution
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Discussion of Brazil total results

The following topics are important

C <
Q across the total Brazil sample with EB,
: for both lived experience and HCPs:

Foot problems (more EBS and JEB)

Prevent and manage blisters

Diet and supplements

Pain relief (more lived experience)

Gene therapy (more lived experience)

The following topics are important for EBS

Relationship between EB and eye conditions
Heat and humidity
Healthy sex life

The following topics are important for DEB

Stiffening and contracture

Gastrointestinal problems

Improving appearance of the skin

NB: very low bases. Interpret results with caution

© Synergy



Top 15 results
China




Base is for number of responses not respondents (there are more responses than respondents as some HCPs

TO p 1 5 reS u ItS fo r C h i n a completed multiple times for each subtype of EB seen)

Those selecting “unsure of EB type” are not shown

ota A ed A ed A ed A ed

106

Total responses 147 17 3 3 6 1 0 2
Itching 7 0 53 0 0 0 0 0
Dental management 7 1 33 0 3 0 0 0
Eye damage/vision loss 1 1 33
Syndactyly 0 1 35 1 0 0 0 0
Improving appearance of skin 5 0 27 1 0 0 0 0
Prevent and manage blisters 3 1 24 0 0 0 0 0
EB changes with age 1 0 25 0 2 0 0 [
Wound prevention 4 0 22 1 1 0 0 0
Stiffening and contracture 0 1 29 1 0 0 0 0
Gene therapy 6 0 22 1 0 0 0
Pain relief 3 0 21 1 0

Variation in blistering across body 6 18 1 2 0 0
Learning, exam results, & the school experience 0 21 1 0 0 0
Alternative/natural treatments 3 13 1 0

Diet and supplements 3 1 15 1 0 0

Genitourinary & toileting problems 23 0 0 21 0 1 0 0 0
Impact of inflammation 22 3 0 18 0 0 0 0

Cause of non-inherited EB 22 7 0 11 0 1 0 0

Foot problems 21 5 0 12 1 0 0 0 0
Mental health in children 21 2 1 14 - 0 0 0
Gastrointestinal problems 19 0 0 13 1 0 0

Relationship between EB & eye conditions 19 6 0 10 0 1 0 0

Life limiting aspects of EB 19 1 0 13 1 2 0 0

Heat & humidity 19 0 1 16 0 0

Early diagnosis & prevention of cancer 17 1 0 11 1 1

Procedural anxiety 17 1 1 11 0 0

Hormones and age/life stages 14 2 0 9 0 1

Best cream/ointment 13 3 1 7 0 0

Nail care 13 3 1 9 0 0

Mental health of carers 10 0 _ 4 0 0

Transition from paediatric to adult care 9 1 1 2 1 1

Best way of talking about EB 9 3 1 3 0 0

Types of pain for EB 7 1 1 3 1 1

Botox injections 6 0 1 3 1 0

Pain in infants 3 0 1 0 1 0

© Synergy

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
NB: very low bases. Interpret results with caution
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Discussion of China total results

The following topics are important

a ° .
0 across the total China sample with EB,

-

: for both lived experience and HCPs:

Dental management (more DEB)

Prevent and manage blisters (more DEB)

Eye damage and vision loss

Wound prevention

Variation in blistering across body

Alternative / natural treatments

The following topics are important for EBS

Itching

Cause of non-inherited EB

Relationship between EB and eye conditions

The following topics are important for DEB

Itching

Impact of inflammation

EB changes with age

Stiffening and contracture

Genitourinary and toileting problems

NB: very low bases. Interpret results with caution



Top 15 results
Egypt
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Top 15 results for Egypt

Base is for number of responses not respondents (there are more responses than respondents as some HCPs

Simplex Dystrophic

All Lived All Lived
Experience Experience

(6N
~N

Total responses

Eye damage/vision loss

Diet and supplements

Itching

Respiratory issues

Relationship between EB & eye conditions
Improving appearance of skin
Prevent and manage blisters
Syndactyly

Botox injections

Pain relief

Variation in blistering across body
Healthy sex life

Wound prevention

Dental management

Body mass & blisters
Genitourinary & toileting problems
Gene therapy

Cause of non-inherited EB

Heat & humidity

Childhood development, social development,
& play

Maintaining oral health

Mental health in children
Stiffening and contracture
Severity variation within subtypes
Hormones and age/life stages
Relationships & sexuality

Mental health in adults

Transition from paediatric to adult care
Best way of talking about EB
Gastrointestinal problems

Mental health of carers

Stress

Circumcision

Procedural anxiety

© Synergy
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NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
NB: very low bases. Interpret results with caution
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Discussion of Egypt total results

The following topics are important

@ The following topics are important for HCPs,

less so for lived experience:

across the total Egypt sample with EB,

for both lived experience and HCPs: Relationship between EB and eye conditions
Diet and supplements Eye damage and vision loss
Eye damage and vision loss Prevent and manage blisters
Itching Syndactyly
Respiratory issues Botox injections
Healthy sex life Pain relief
Improving appearance of the skin Variation in blistering across body

Severity variation within subtypes

The following topics are important for EBS Mental health in adults

ltching Circumcision
Maintaining oral health
Relationship between EB and eye conditions (@ The ff)IIO\.Ning tOpiC§ are important for people
with lived experience, less so for HCPs

Wound prevention

Body mass and blisters

Dental management

Gene therapy

Hormones and age / life stages

NB: very low bases. Interpret results with caution

Relationships and sexuality

Mental health of carers

© Synergy
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France




Base is for number of responses not respondents (there are more responses than respondents as some HCPs

TO p 1 5 reS u ItS fo r F ra n Ce completed multiple times for each subtype of EB seen)

Those selecting “unsure of EB type” are not shown

Simplex Dystrophic Junctional Kindler

Total All Lived All Lived All Lived All Lived
Experience Experience HCP Experience Experience

Total responses 38
Gene therapy
Wound prevention
Prevent and manage blisters
Mental health in children
Diet and supplements
Pain relief
Alternative/natural treatments
Eye damage/vision loss
Healthy sex life
Mental health in adults
Impact of inflammation
EB changes with age
Mental health of carers
Itching
Syndactyly
Gastrointestinal problems
Improving appearance of skin
Impact of wound infection
Respiratory issues
Stiffening and contracture
Procedural anxiety
Nail care
Scalp & hair care
Foot problems
Dental management
Botox injections
Best way of talking about EB
Best cream/ointment
Early diagnosis & prevention of cancer
Learning, exam results, & the school experience
Association between mental health & EB
Childhood development, social development, & play
Stress
Sun/sun protection
Severity variation within subtypes
Risk of cancer
@ Variation in blistering across body
= NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
NB: very low bases. Interpret results with caution
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Discussion of France total results

The following topics are important

C <
Q across the total France sample with EB,
: for both lived experience and HCPs:
Gene therapy

Wound prevention

Prevent and manage blisters

Diet and supplements

Pain relief

Alternative / natural treatments

The following topics are important for DEB

Syndactyly

Gastrointestinal problems

NB: very low bases. Interpret results with caution

© Synergy
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Top 15 results for India

Simplex
All Lived
Experience

HCP

Total responses
Wound prevention

Diet and supplements
Genitourinary & toileting problems
Pain relief

Prevent and manage blisters
Improving appearance of skin
Dressings best practice
Itching

Sun/sun protection

Dressing design

Foot problems
Gastrointestinal problems

HQ)H»—\LLCO

o
o
o
o

Respiratory issues
Scalp & hair care

Dystrophic

All Lived
Experience

HCP

Base is for number of responses not respondents (there are more responses than respondents as some HCPs

completed multiple times for each subtype of EB seen)
Those selecting “unsure of EB type” are not shown

Junctional
All Lived
Experience

Kindler
All Lived
Experience

HCP

HCP
2

0 0
0 0
0 0

o O

Syndactyly

Fatigue

Impact of inflammation

Eye damage/vision loss

EB changes with age

Learning, exam results, & the school experience

Heat & humidity

Best cream/ointment

Bathing routine

Relationship between EB & other conditions
Gut function and microbiome
Relationship between EB & eye conditions

IOOOOOOOOOOO

Relationships & sexuality

Childhood development, social development, & play

QOO OO0, PP, NEL, PO O OO0

Prosthetics following amputations
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Mental health in children
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NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
NB: very low bases. Interpret results with caution
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Discussion of India total results

The following topics are important

across the total India sample with EB,
for both lived experience and HCPs:

Wound prevention

Diet and supplements

Genitourinary and toileting problems

NB: very low bases. Interpret results with caution

© Synergy



Top 15 results
Mexico




° Base is for number of responses not respondents (there are more responses than respondents as some HCPs
O p re S u S O r eX I CO completed multiple times for each subtype of EB seen)

Those selecting “unsure of EB type” are not shown

Simplex Dystrophic Junctional Kindler
Total All Lived All Lived All Lived All Lived
Experience HCP Experience HCP Experience HCP Experience
Total responses 4 | 5 1 4 | 18 | 6 | 1 | 3 |
Diet and supplements
Wound prevention 2
Gastrointestinal problems 1

Prevent and manage blisters
Pain relief

Eye damage/vision loss
Maintaining oral health
Mental health in children
Alternative/natural treatments
Best cream/ointment
Syndactyly

Stiffening and contracture
EB changes with age

Healthy sex life

Cause of non-inherited EB
Relationships & sexuality
Improving appearance of skin

Itching

Risk of cancer

Genitourinary & toileting problems
Relationship between EB & eye conditions

Variation in blistering across body
Heat & humidity

Impact of wound infection

Early diagnosis & prevention of cancer
Dental management

Dressing design

Foot problems

Gut function and microbiome
Hormones and age/life stages

Bathing routine

Childhood development, social development, & play
Respiratory issues

© Synergy
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NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
NB: very low bases. Interpret results with caution
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Discussion of Mexico total results

The following topics are important

across the total Mexico sample with EB,
for both lived experience and HCPs:

Gastrointestinal problems

Wound prevention

Prevent and manage blisters

Eye damage and vision loss

Pain relief

Alternative / natural treatments

Maintaining oral health

The following topics are important for DEB

Healthy sex life

Improving appearance of the skin

NB: very low bases. Interpret results with caution

© Synergy
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Top 15 results for Spain

®

Total

Total responses

Itching

Gene therapy

EB changes with age

Healthy sex life

Prevent and manage blisters
Impact of inflammation

Wound prevention

Diet and supplements

Foot problems

Pain relief

Mental health in children
Gastrointestinal problems
Genitourinary & toileting problems
Heat & humidity

Mental health of carers

Stiffening and contracture

Scalp & hair care

Relationship between EB & other conditions
Sun/sun protection

Learning, exam results, & the school experience
Syndactyly

Botox injections

Eye damage/vision loss

Severity variation within subtypes
Mental health in adults

Childhood development, social development, & play
Procedural anxiety

Dressing design

Gut function and microbiome
Body mass & blisters
Alternative/natural treatments
Hormones and age/life stages
Respiratory issues

Dental management

Risk of cancer

Dressings best practice

Impact of wound infection

NB: If multiple uncertainties filled the 15t slot, these have been filled in light green
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NB: very low bases. Interpret results with caution
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Base is for number of responses not respondents (there are more responses than respondents as some HCPs
completed multiple times for each subtype of EB seen)

Those selecting “unsure of EB type” are not shown
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Discussion of Spain total results

The following topics are important

across the total Spain sample with EB,
for both lived experience and HCPs:
Gene therapy

Itching

Wound prevention

Diet and supplements

Pain relief

The following topics are important for DEB

Syndactyly

Learning, exam results, and the school experience

NB: very low bases. Interpret results with caution

© Synergy
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List of abbreviations for uncertainties 1/3

Abbreviation

Full uncertainty

Abbreviation

Full uncertainty

Itching

Prevent and manage
blisters

Wound prevention

Pain relief

Gene therapy

Eye damage/vision loss

Foot problems

Mental health in children

Diet and supplements

EB changes with age

Gastrointestinal problems

Dental management

Early diagnosis and
prevention of cancer

What is the best way to reduce itching in EB, including both medical
treatment and non-medical treatments and interventions?

What are the best strategies to prevent and manage blisters to produce
better outcomes for people with EB, including use of medication, lifestyle
changes, and methods to reduce friction and impacts?

What is the best practice for wound prevention, management and healing in
EB, including the use of creams, steroids, antibiotics and other treatments,
and bathing - taking into account the wound location, severity, new and long-
term wounds.

What are the best strategies for pain relief (including long-term) for people
with EB? Including barriers that stop people with EB taking painkillers, and
how to overcome these, and why some forms of pain relief are ineffective.

How effective are gene therapy options for treating EB, and how does this
vary by EB subtype?

What are the best strategies to prevent and treat eye damage and vision loss
for people with EB, including preventing blisters and corneal abrasions
(scratches on the eye)?

What is the best way to manage and prevent foot problems in EB? For
example - blistering, sweating, itching, shoe / sock choice.

What are the best strategies for improving the mental health for children and
young people with EB, by age group, including skills to help equip them for
later life?

What is the best diet for good nutrition in EB, including use of supplements?

How does EB change with age (e.g. changes to wound healing, skin sensitivity,
risk of infection), and how are changes / progression of EB best managed?

What is the best way to manage gastrointestinal (digestive system) problems

in EB? This includes managing difficulty swallowing and preventing/managing
strictures (narrowing) in the oesophagus (food pipe) and gastrointestinal tract,
through methods such as tube feeding, drug treatments and gene therapy.

What are the best ways for people with EB to manage their dental health
including maintaining healthy teeth, cleaning the teeth, maintaining tooth
enamel, and getting dental work done (including best methods for replacing
lost teeth)?

What are the best strategies for earlier diagnosis and prevention of cancers
for people with EB?

Improving appearance of
the skin

Syndactyly

Impact of inflammation

Heat and humidity

Genitourinary
complications & toileting
problems

Relationship between EB
and other conditions

Relationship between EB
and eye conditions

Alternative/natural
treatments

Best cream / ointment

Healthy sex life

Stiffening and contracture

Learning, exam results and
the school experience

What is the best way to improve the appearance of the skin when you have
EB, including reducing and preventing scarring and fibrosis (thick, permanent
scar tissue), and restoring skin colour and reducing hyperpigmentation (where
patches of skin are darker than the surrounding skin)?

What is best practice when managing syndactyly (fusing/joining of the fingers
and toes) in EB, including use of surgery to correct this, e.g. patient
preparation, surgical techniques, rehabilitation (recovery), and managing post-
surgery scarring and contracture (shortening, tightening and stiffening)?

What is the impact of inflammation (swelling/redness) on EB, and what are
the best ways to manage inflammation (including anti-inflammatory
treatments)?

What is the best way of managing heat and humidity for people with EB, and
related blistering?

What is the best way to manage genitourinary complications and toileting
problems in people with EB, such as Urethral strictures, constipation, pain
when defecating (having a poo), or anal fissures (a tear inside the anus)?

Is there a relationship between EB and other conditions (e.g. heart, bone,
immune system, nervous system, other skin and lung conditions, obesity and
arthritis)?

What is the relationship between EB and eye conditions, including
shortsightedness, macular degeneration (damage to the back of the eye that
controls central vision), astigmatism (irregular eye shape), and what are the
best strategies for vision correction (e.g. glasses, contact lenses, laser surgery
for people with EB)?

What alternative treatments or natural remedies are effective for people with
EB? (e.g. Traditional Chinese Medicine)

What is the best type of cream / ointment to use for people with EB for daily
use?

What is the best way for people with EB to have a healthy sex life whilst
minimising risk of skin damage and injury, including use of lubricants,
contraceptives (birth control), positions and techniques?

What is the best way to manage stiffening and contracture (shortening and
tightening) of the hands, feet and joints in people with EB?

How does EB affect learning, exam results and the school experience, and
what can schools do to help with education and social inclusion?
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List of abbreviations for uncertainties 2/3

Abbreviation

Full uncertainty

Abbreviation

Full uncertainty

Maintaining oral health

Hormones and age / life
stages

Variation in blistering
across body

Mental health in adults
Risk of cancer
Childhood development,

social development and
play

Respiratory issues
Mental health of carers
Dressing design

Cause of non-inherited EB

Life limiting aspects of EB

Transition from paediatric
to adult care

Impact of wound infection
Botox injections

Fatigue

What is the best way to maintain oral (mouth) health in people with EB,
including ulcer and wound management, dryness and saliva (spit) production?

Do hormones changing with age and life stages have an effect on EB skin and
symptoms (e.g. puberty, pregnancy, menopause)?

Why does severe blistering and wounds occur in different parts of the body
over the course of several years for people with EB (and why may they 'move'
around the body over time)?

What are the best strategies for improving the mental health of adults with
EB, including older adults?

To what extent do people with EB have an increased risk of getting cancer
(e.g. melanoma, squamous cell carcinoma, mouth cancer etc)?

What impact does EB have on childhood development, including social
development and play?

What are the best strategies for managing issues with the respiratory tract
(lungs and windpipe) and respiratory distress (breathing difficulties) in people
with EB?

What are the best strategies to improve the mental health of carers and
family members of people with EB?

What is the best design of dressings that can meet the needs of people with
EB?

What causes non-inherited EB (a newly acquired genetic mutation where
there is no previous family history), and what are the risk factors for
developing EB for people without a family history?

What are the best ways of managing the life limiting and life shortening
aspects of EB?

What are the best strategies for making sure people with EB move well from
paediatric (children's) to adult care?

What is the impact of wound infections on a person with EB (including quality
of life, wellbeing and healing), and how common are they?

How effective are Botox injections as a treatment for EB symptoms, e.g. to
reduce sweating and blistering, and to ease toileting issues?

What causes fatigue (tiredness) in EB, and what is the best way to manage it?

Gut function and
microbiome

Procedural anxiety

Severity variation within
subtypes

Best way of talking about
EB

Stress

Sun/sun protection

Nail care
Dressings best practice

Relationships and sexuality

Scalp and hair care

Association between
mental health and EB

Types of pain for EB
Body mass & blisters
Pain in infants
Maintaining body
temperature

Bathing routine

Circumcision

What is the impact of EB on gut function (digestion, absorbing nutrients,
getting rid of waste) and gut microbiome (gut bacteria)?

What is the best way to prevent and improve procedural anxiety (where
people have fear or worries about medical procedures or treatments, and may
avoid them) in people with EB?

Within EB subtypes, what causes variation / differences in severity, including
differences in severity between family members?

What is the best way of talking about EB to people who do not have EB; and
explaining the impact it has on people's lives?

How does stress impact on EB?

How does being in the sun impact people with EB, and how important is sun
protection? What are the best sun protection practices for people with EB?

What are the best strategies for nail care for people with EB?
What is best practice when using dressings for people with EB?

How does having EB influence romantic and sexual relationships and
sexuality?

What are the best strategies for scalp and hair care (including hair regrowth)
for people with EB?

Is there any association between particular mental health conditions and
different EB types, and what impact do these conditions have?

What different types of pain are associated with EB, how are they caused and
what factors cause variations (e.g. temperature, time of day, location)?

Is there a relationship between body mass (weight) and chance of developing
blisters for people with EB?

What is the best way to measure pain and manage pain relief in babies and
young children with EB with limited communication skills?

To what extent is it harder for people with EB to maintain the right body
temperature?

What should be considered as part of the bathing / washing routine for
people with EB, including best products to use?

Should circumcision (surgery to remove the foreskin from the penis) be
recommended to prevent later complications for males with EB?




List of abbreviations for uncertainties 3/3
Abbreviation  Fulluncertainty

Persistent granulomas on  Can vision be recovered in a permanently closed eye due to persistent
eyes granulomas (inflamed, thick eyelids caused by groups of white blood cells) in
people with EB?

Hoarse voice What is the best way to manage and treat a hoarse voice in people with EB?
KEB skin atrophy What are the best strategies for preventing or slowing skin atrophy (skin
prevention thinning) in people with Kindler EB?

Prosthetics following What are the best strategies for the use of prosthetics (false limbs) following
amputations amputations (removal of a limb) for people with EB?
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